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ABSTRACT 

The experiences and thoughts of numerous parents who 
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information, support^ and equipment ir Louisiana and nationally. 
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Introduction 



Oil Aiif^usl 12, 1977. LaiiriMi KatjilecMi Foil was born to us, and from 
that tiiiK» on, our lives have* [)c»lmi cliangcci in a sifjnificant way. Bo 
causo hur haiulica|)s are many, sunw major, some minor, wo often 
remember her first years as a [)liir, whicli eame into foeus only wlien 
we learned to manafje lier medical conditions. Once we mastered 
those, and slie felt l)etter, slie lH»i»an to smile, and very slowly she 
learned to feed herself, and finally to walk. Eventually, she learned to 
say. "No!," to r(?ad **(jo," and even to jump. While she leariied, we 
l(»ariie(l. We also drove, made |)hone calls, wrote letters, and had con- 
ference's. Now, we dw able to be her advocates with doctors, with 
sch()()| personnel, and with society as a whole. Our i}oal has not 
chaiif^ed. It has always been to give her a life more abundant, rich in 
i'xperienees and opportunities. Meetinj' that tjoal has not been easy. 
Yet. vviienever I am \V(»ary from the idea of sittint^ throutih one more 
spe(Hli lesson, makiuf^ one more |)hone call, or oi;e more doctors 
visit. I th.ink of the (X)mpassionate people waitin * there for us, and I 
keep Hoiiif^. They are at therapy, at school, and at the other end of the 
telephone line, at their (uedical offices, and in their homes. Tbey care 
too, and thev make all the difference. 



From the Author 



1(1 |)roparati()n for writing tills booklet, I interviewed many profes- 
sionals who A "k with handicapped children. I also had lengthy inter- 
views with other |)aronts. These parents shared their experiences with 
me in the hope that their sharin;^ could somehow make your lives 
easier. Tlieir children range from five months in age to seventeen 
years, and their handicaps cover the gamut. The children are mentally 
handicapped, brain damaged, deaf/blind, autistic, severely motorically 
impaired, and emotionally disturbed. Many have more than one hand- 
icap. These parents are at different stages with their children, yet they 
share common feelings. In addition, each one I talked to gave me new 
insiglits and understanding, and I hope i can pa.ss these on to you. 

I am grateful for interviews from educators at the State Department 
of Kducation, in it.s agencies, and in special schools; .social workers in 
|)rivate practice, with various organizations, and with state schools; 
and .several Baton Rouge |)ediatricians. 

Tlie contribution of the following mothers and their children made 
this hook possible. In the text of the book, names have been changed 
in order to protect their privacy. Thanks to: 



Darlene and Lindsey 
I)ebl)ie and Katy 
Toni and Katherine 
Cheryl and Dini^h 
.ludy and Kenneth 
Peggy and Jennifer 
Sue and Kim 
Nancy and Sarah 
Sugar an(] Amy 
Karen and Sarah 
Joy an(i Jeffrey 
j-atty and Mattlunv 
Connie and Matttu^w 



Lynette and Kddie 
Debbie and Amy 
Deborah and Matthew 
Donna and Victor 
Kvelyn and Li.sa 
Mary and Brad 
Gloria and Robin 
('in(]y and Jennifer 
f)ora and Shalon 
Ki'thy and Glenn 
Kerri and Danny 
Sharon and Ashley Marie 
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How Do I Keep Going? 



Tlic tolhrnino cxprnriuvs arc the auiiixloi.i)! » ot ihr Ihouiihls lhat 
numerous [Hnviiis lun r shared uith iiie. 



I i^vi my f('('liiH|s oiii. I st'nMii]; I cry ! (c^'l friend. 

I pray lo (l()(PH">lalk to my kids, my familw and |)(,'(;|)k' wlu care. 
Tli('\ all keep nic t^oint^. 

I have a strong will. I'm delermined to finish, arul I iii a fit^lKer I try 
M) sia\' (;plimislir, and I svv every sit^n of prot^ress as hope for the 
fulure. 

I est ape. 1 call a friend. sonuHMie lo laii.^h with. I t^et involved w'th 
nn- oHier kitis and Iheir activities, with my nieces and nephews. I tjet a 
siller and ijo (Uii. I listen lo music with my headphones on. I even 
iinaiJjne nnself in a halhoil commercial. 

I slarl with lu)|)e each {la\'. 



Changes 




.lov. sorrow, cxciUMiuuil. (icprossion - pariMils of haruiicappcd chil- 
(Irrn spend lh(Mr days on an cniolional rollrrcoaslcr of u|)s and downs; 
Ihc peaks and valleys are lu^'or sKrper dian durinij Ihe first years of 
llieir children's liv(\s. For some parenls. Miere has heen Ihe dislinel 
pnssit)ilily Ihe ehild would nol Ww. Kor lliern. survival alone brings joy. 
Hill. Iheir child will he handicapped. Depression. A |)ossil)ilily Ihe 
handicap will nol he .se\'ere. I lope. The nexl day. an hour-loni; seizure. 
Despair. And so il i^oes in Ihe lives of \Uv han(ticap|)ed and Iheir 
parenls. Vrr davs. lor inonlhs. and for some, years, Ihe cyck\s con- 
liinie. Al limes, parenls are lulltil iiilo a period of peace, only to he 
riidely inlerru|)l(Ml hy a medical emerqeficy or Ihe discovery of a new 



pi()l)l(Mii. Allliou.t^li llic y<'ars to amw will hrini} tluMr (■liall(Mii}c\s, [\mv 
will never be i\ more (liffieiilt lime than llie early years. 

All of Ihe parents I interviewed for this hook are nianai^iiiiJ, hut they 
have all ridden Ihe rolU^reoa.ster. Th(\v have all ascended tlie mountain 
and plummeted down il many times. Their valleys have (^(Milually 
hecoiiie furtiier apart, and they have heeome aeeliniated to I heir rare 
einironmeiii. 

I'or all parents, the bei^inniti.q is the same. They are devaslated; tliey 
are shoekt^cl. The situation schmus urueal. Tliey stand outside them- 
s »lves watchini^ someone else v^n throu,qti this. Most of all. there is 
ifnin( iist» sadtiess '7/ iras as if sonioow had i\ivcn me a birthday cake 
and tlien taken it awa\\^ 

To relievr the pressure* of the myriad of emotions the parents 
throuf^h at this time, they talk. Tiny talk to family, to friends, to medi- 
cal pers{)mr'l, and U) elerj^y. They also talk with other parents of hand- 
i(a/^\)e(i children '<m\ oftcM/ find a new source of comfort tlu^re. 
Certainly, wives and tuishamis also lurn to each other. They talk to- 
gether and they cry t{)i^ettier, hut they cannot always comfort each 
other because* they each feel such t^ricf. 

! or most of Ihe moth(»rs. talk comes (Nisily, but it is not that way for 
Ihe lalliers. Many b(»i>in to stay at work more than ever, and they 
lre(|u(Mitly i(>ll no one at the jcd). It takes tiiem much niMre time to be 
abk^ to talk, vww to their wiv(»s. 

Vavu for mf)thers. talkini; does not always come easily. Ilavin.q to 
toMsiantlv (»xplain !o IricMids. aniuaintcuicc's. and slran^c^rs is difficult, 
but tiavin.q tc) lell their {)lher children, ancl Ihe .^randparonts may be 
the most difficult pari of all. At tln> ti:^ie wtien the parents need com- 
lortini^ most they must instead reassurc^all tlu»s(» other pc^ople that life* 
will }'o on. 

VVhil(> ih(> parents do tliinf^s i^oinfj fn)m day to day, th(»y also 
throu.^h a i»ri(>f cycle. Th(> child thev l)elicv(>d W(Mild be b(jrn to 
them is i»on(>. their "perfect" cliM is no mor(\ and tluTo is i^rief. Some 
peop|(» skip ccMtain staqes (Mitirely. while others cauijht in a partici- 
lar sta^(» for an (WtcMuled pericui, but on {)iie point they ai^r(»e - the qrief 
process cannol be hurried. Kach persc)!) must proceed at his own pace. 

Afl(»r the initial shock, ttie next staeje ol i;rict is often ani^er. The 
\\vi)\)\v at Ihe clunch nursery who will not keep a handicapped child 
but wh ) will pra\- for tier. Ilu* par:Mils f)f the normal child who com- 
plain al)out his normal colic, doctors who are imable to make the 
child well :vv all tarijets of our raj^e. There has to be s{)meone to 
blanuv and Imw c<ui anyone blame the innocent children who cause 
all this cbaos".^ 



The |yar(Mil niay also experience a feeling of fear, a fear of beifig 
iiiadequaie to liandle sliiinls or Iracli tubes or whatever else may \u\- 
low. "l/cit I had to be 'Supennoni in ticar tLventy-four hours a day. If I 
let down, I felt finili because I wasn't doinfi softiethinff/' 

it is only natural then that, for maiiy. a "frantic period" follows. 
During tills period, tlie parents seek out every piece of literature availa- 
i)le on llie topic: they call anyofie who might have information on 
Iriatment or services - from doctors to legislators. Indeed, they may go 
so far as to take special courses at develo|)mental centers or colleges, 
Tliis frantic fieed to learn and to take action in order to make things 
belter may also result frofn the feeling that the |)arent is somehow to 
i)lame for the handicap. Friends and family may wonder aloud what 
the parents did "wrong;" hnshafids and wives fnay hlame each other 
and llien;.ielves. They niay worry that they are being "punished" for 
not really wanting a child, for "suspicious" ancestors, or atiy number 
of otiier rea.sons. It may take a clergytnan to assure the parents that a 
loving (lod would not sitigle them out for this respofisihility and that 
things do go awry ifi this chaotic world. It may be a doctor or social 
worker wiio is able to i^xplain that, evefi with a rea.sofi for the \\<y^3ij£ 



cap and an (*xacl diagnosis, the probletn that must be dealt with is the 
same, bife fnoves forward and today must be a beginning, 

Anollier stage of the grief process is denial, and there is good reason 
lor many parents to deny because the diagfiosis for llieir c'hildren is 
ollen so elusive, "lielore the words cerebral i)alsv nn^re actually spo- 
ken, I laieu thiiiiis were not ritiht. but the positive outlook of irietuls 
wade it easy not to lace up to it.'' "/ didn't admit that Ken uHis retarded 
until he irus litteen months thontih fuy doctor had told tue at eifiht 
months I simpiv did not 'hear' him. and id never Ik we believed it if it 
hadn't been n ritten on his ( hart. " 

I'*alhers lr<M|iieiilly seem to remain in the denial slagi' of grief longer 
llian the nu)lhers. "The experiences parents i^o throui\h are so different. 
In most ( uses, the another thesses and feeds the child nets the child 
tuto the car (Intcs him to the doctor oi to the therapist, wcnts, i^ets u 
diujiuosis or pn)iiress report, and returns home. At the end of a work- 
daw u Inch often leaves no time to thud< of home, the husband comes 
home and asks, llou u as the day'^ 

Nevertheless, it is hard to (knv 'lie existence of a s(»vere handicap 
lor long. In lar(. [\\v parents nia\' l)e almost relieved to have their 
insIiiKls confirmed, their (|ueslions answered. They lake a step toward 
acc(»plance. but [\\v\' slill may have lio|)(» that their child will sofnehow 
miraculously (vscape the really devastating effects of the liafidicap, that 
Uv will be ofily fuildiv ifnpaired. U\ truth, the very best doctors, thera- 
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pisls. and teachers can only predict what this child will do. No one 
does actually know for certain. Because of this, parents may still aim 
high, while gathering the strength tlicy need to care for their ctiild. 

After the parents pa.ss tiirough ttie.se stages, certain events will trig- 
ger their recurrence, but the.se events will iisnally In- of .shorter dnra- 
Hon and le.ss intensity. The most common sett)acks come as a result of 
medical problems. A visit to the |)ediatric neurologist or a di.scovery of 
a previously undiagnosed problem, or even a .seemingly minor illness, 
is emotionally trying. If the medical conditions cause "feeding problems 
or constant crying, the |)arent l)ecomes exhauste(] sim|)ly from feeding 
and nurturing. These demands take tlieir toll, csijecially wlien added 
to con.staiit planning for and coordinating of ttierapy .se.ssions, doctor 
visits, and educational program.s. 

Another major problem seems to be adju.sting to changes. Any 
change is hard, wliether a move to a new city witti its sntjsequent 
search for a new sup|)ort team, or just a move from a caring and 
trusted teaclier f(jr wh(jm the child will work. Seein^g ttie ottier cliildren 
during a first visit to an early intervention |)r()gram often strikes |)ar- 
ents with the realization of tlie difficulties to come. Parents .seek simi- 
larities and differences t)etween their child and those in the |)rogram. 

Kqually trouble.some is the comparison of the handica|)ped child to 
normal children. "It's hard to sit at family i>atlH'rini>s on holidays and 
sec all the other children prosircss. I watch them play with U'i>os and 
htiild with blocks while my child can only sit or lie with a toy in her 
hands." 

All of tlie.se experiences are [lainful. but tlirougli slicer determina- 
tion and persistence, some of tlie distre.ss can l)e alleviated. 



Coping 



What njurage, wliat bravery! [•riefuls offer support with siieli words. 
Well, wliat clioice do you liave'.' You can stand up to this .iwe.somc task 
and try to follow it through, or you can crumble. That's it. Tliere's no 
going back. You must l;e tougli and gentle: yon must be insi.steiit and 
|)atient; you must .speak up and listen; and you inu.st be persi.stent 
even tliough you are weary You will accom|)lish more during your 
child's pre.school years tlian m.uiy people acliieve in a lifetime.' You 
will meet an imnieii.se clialleiige d.iily. 
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Tlie first step in ineelinij thai c:hallen,q(' is to alloiiipl I') ^ .ii; ' " 
siaiidinij about oxaelly what is fioiiif^ on. "// ivas a relief lo . r// a 
the sloifes of i\rief wkI find out lluit (here were cleorh (f^ 
had fiofte throiifih aod thai I had only one left lo i{o.'^ 
able lo i^cl an idea of wtial Ihcir child will bv able* lo do and wlial 
rosourccs arc* available'. Il is linic- now lo souk oul Ihc medical 'Axporl.s 
and k»arn how lo lone down hypertonic iniiscies. lo learn how lo \\o[ 
Ihe child with clefl palate lu swallow sniooltily. Il llie child doesn't 
.sleep, it's time to incr(Hse his daily acli\'ilies or lo consider medication 
to help him. The satisfaction that r(^sults from .S(;lvini^ the.se ()r()l)lenis 
goes far to help overcome the paraly^ii^i^ helple.ssness the |)arent orij^i- 
nally feels. 

Once some energy returns. th(» [)arer.t is al)l(» to lake furttier action 
to reorganize ml priorili/c^ her life. Vor many i^arcMits. the hou.se is the 
first to go. Sue said, ^^Vhen I uhis a clean nuL / iras i\ri})ey all the hme. 
Noiv / hi the floors, haths. and hilehen clea\, hut if the beds don) 
iiet rnaae, I can) morry ohaut it." Catalogs, telephone sti()()ping, and 
conveni(*nce foods save much time. "Lile will not ahrays he so hectic, 
arid later nnll be time enouiili to worry abont niahitifi (he craniish 
hisqne we lore, Riifht non I just don) hare the time or the eneri^v to 
worry chont some of the thiniis I used to think were iniportant. At this 
fittw the simplest way is the only way to handle m\ IHe,'' 

C!ertain .strategies can li<'lp Mie faniiiy get organized. 

1. Keen a larg(* calrfidar to write e\'(^rything down on. Make each 
person res[)onsil)l(' for gelling his activities on il. 

2, \ ii\vv errand days. Ask a friend lo bring her list also, and spend a 
moriiing logdluT driving iromid lo finci the odd sized lighllnilb 
or lli(^ right kiiol) for Ihe kitchen cabinet. 

i^. Divide Ihe chores, al lionie and away from home. Sit and decide 
who will gel np al oighl. who will drive which car|)ool, and who 
will buy groc(^ries and [)ick up pre.scri[.'lions. 

I. KidisI Ihe childrcMrs help tof). They can learn lo lie shoes and 
pour milk, bel Ihe liaiidicapped child help by wailing his tm*n. 

Once .some reorganizijig is done and some acli\'itie.s dropped lher(» 
shouki be a llMle lime lo wUiX. Time jusi lo talk logelher is essential tor 
par(Mils. "Ue enjoy sneahin;^ out lor an hour tor breaktost or lunch. A 
whole ereninv, out eonuts cm a major treat.'' 

Then should also be lime lor famils' recreation. A change of seen- 
I'ry can cheer up e\'ervone. Trv packing llu^ family in Ihe car. and 
firiving around a bit. vStop for vogurl. or jus! ke(»p dri\'ing. If von mis.s 
(»xercising, try aerobics with the baby II will lake some creativity lor 
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Ih)IIi of voii lo a workoui. biil il will Uv worih ii. Anotlu^r idc^a is lo 
lcii)(» yourself if you road or sini; lo \\\v bahy, 1hosc» tapps. playod at 
luHiliiiio. can l)rin,q pltMsuro and coiuforl. 

Widi careful orLiaiiixiiiq, a parcMil may find a inoiueiit alone al home, 
hut she will hav(» lo hv inqcMiious lo snaleh il. (lelliiii} u|: heforo liio 
rest of ihe family offers a ehana* for Ihe prayer ami Bji)ie readint? lhal 
carries many niolh(M\s IhrouLjh Ihe worsi limes. Kaeh luolher realizes, 
(»V(M\lual|y. lhal she luusi ha\e a few uioukmiIs lo herself. (^v(mi lo Ik* 
able lo seream or ery in privaUv lis difficull lo renieiuber lluil slw has 
Mtrds loo. I)ul Ihe niolher of a handicappc^d ehild musi lake care of 
lu»rsell if Ihe ehild is lo di»V(»lop and ^rovv. 

Projcrts in ihe hous(» and in Ihe \ard offer a leinporary (•s^ap(\ 'Af 
l('(isi ii iih (f yard innjra I Mt a scfisr of (nroniplislufn'fii hocauso it 
sU/vrd (l()fn> lor a while. Omr (he u:,ilcu bush nas immod it didn't 
mrd to l)r touched tor a ycar!'^ 

i n eoursiv ilu» In sl relief cil home eomes from exira hands "Wlir/i I 
u (IS (It the pomt ol rxhiiustiou, fuv niothn and stcpdad ainw and i\ot 
n/) uith the h(it)v at uii\ht. allou iftii fucthc fust rest id Innl simr Kelly's 
huth riuf! uds (I tuniuiii poiut ' A lime also comes wIumi Ihe pareni 
nnisl he able lo i>ei out of Ihe bouse. Tliis respiu* can eonu' in many 
lorms. and the need is t^real. "M\ sister called (uid said, '(let helf) aud 
i\et ( ift jiou: ^^\orkiu^\ saced nix sajutw I had to l)e au ax a lew 
hours a diiv' "Joiiufiii f //fV///// chih uvs tUe l)est tluni\ I did. Those tew 
hours a week uiade a treniefulous dittereucer Work, a tjanie of lennis. 
.1 weekend Irip. or (»\'en a course in niaiiai^in.^ sUvss can all offer a 
rcpii('\'c. 

There ar(^ Iwo olhe*' "healers " lhal jusi happen wilhoul any aclion 
(HI Hie pari ol Ihe parent. The first is lhal lime pas.ses. Kven bc'fore the 
parents art* able lo timclion well, tliev cope bv keepini; this child alive 
and bv themselves Iroin one day lo the next. This pas.sai^e of 

lime brinj.!s knowled^ie and under.slandini^ and allows Humu to rc^i^ain 
soww control (A'er uieir lives 

I'inallv. tor duv par(Mit. the best moments come when bal)y Lamvn 
<"<m tinallN- pii.sh hcud enouj^ti lo make the red button on ihe bu.s\- box 
s(|ueak. The tiimvsi bit ot pnu>re.ss lilis parental hopes like notbin.q 
else. 
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Advice 

The lolloiri/iii ideas iiw a cofupilcilion ol (he sitiiiirstioiis for cofjinti. 



Doii'l (l\v(»|| on llic problcMii. Work on \hi} sohiiion. Accept your 
child's nc(»(ls ami i^o from Ihvrv, 

Kind an adviser, sonu^onc who can help, someone lo share yonr 
worsi f(»ars wilh. Kind doclors who are compassionate, thcra[)ists yon 
like. You can't do it l)v v()urs(»|f. 

It ijets l)ett(»r and worse, but the sun will coiik* up tomorrow. Tak(? 
tlu» days imv at a time, and don't look too tar ahead, 

Put on l)oxin^.qlovcs aiui l)e prepared to fiqht. Be assertive and don't 
settle. Kven if everyone says it's impossil)le, do your l)est [o t)rinf^ 
chanije. 

.lu.sl love this child. She can hrini^ you jov. Look at what she can do, 
no! what she can't. Shv is a pc^r.son first, beam to love her as a ()erson 
so the handica|) doesn't matter. 

Know that it's .so mucn more (^xcitini^ when this chiki does anythin.q. 
See liqht in the little thini»s. 

Do what vo.i want to do. not what you need to do. Take time for 
\'ourse|f. Be i^ood to \()nr.s(»ll. 

Von ar<Mi't alone, (let with other pec-ole and ,i»et inv(>lved. Build a 
network. It won't come to vou. 
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Siblings 




Cliaos reigns. Tin* l)al)y lU'cds her iiicdiciiK*, Mall needs help lo lie 
his shoes, and Kddie wanls sonieoni lo hel|) him find Ihe vvlu^el for liis 
(lnrn|)truek. One cliild ris(»s each morning al five, one .screams duriiiH 
llie nifJiil. and all need allenliofi all day. Kach eonslanlly ('om|)(»l(»s for 
atlenlion. and llie |jar(Mils Iry lo meel (*very n(V(], slriving for family 
harmony. 

Th(» relalionshij) of llie sihliiigs lo Iheir han(liea|)|)(»d hrolhcr or 
sisler is of major iiii|)orlane(» lo Ihe family. R(»a(*lions vary aceording lo 
the at>es of all Ihe eliildu^n. wh(»lher Ihe handiea|)|)ed child is older or 
younger. Ihe fnnclioning level of Ihe handica|)|)"d cliild. and even llu» 
reaclions of llie |)firenls. Tlie sil)linqs' imn;ediale reaclions usually mir- 
ror those of lli(» |)ar(»nls in llial lli(»y loo are ollen excited lo have a 
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buhy in tin* family t(?rril)ly sad ahoiil haiulicap. The major 
(liff(T(Mu*(' is tiiat lifi' [\i)cs l)ack lo normal nuuii moro (iiiickly for the 
children tiian for Iheir parents. 

Just as liie parents have mixed emotions al)()iit havini> a handi- 
capped diild. the sihlint}s have ncLjative and positive emotions also. 
Kortunately. in the lon.q run, most sil)|ini's i^rovv up with special {|uali- 
ties tiiat a cliild in a familv of "nf)rinar' sil)lini^s would never have the 
opportunity to accjuire. Two of ilies(^ (]ualitics stand out. The first is 
tiiat the sit)lin.t»s seem to i^row up and take resp{)nsit)ility in ttie fainily 
more (]uickly than would otheiAvise l)e usual. Separations from par- 
cuts, such as visits with tirandmother. are accepted, and an air of 
independence at a younger tlian normal ai^e is common, hi the t)est of 
instances, tliese children are also at)le to fori^ive ttie moods of thcMr 
parents, understandin.i^ the constant demands on their tinu\ 'A doctor 
/>/ Texas hied soffic cxpcriffirfUdl soy fiical stuff. Well, ihe minute Mom 
heard about this she wrote (uid f^ot it, We all want Lauret) to have it as 
easy as she can." 

Another positive effect of liaviiii^ a handicapped child in the family 
is to make the sit)|iniJs more sensitive to all people with liandicap\s. 
<uid especially toward their own family iiiemhcT. ".SV/(^ ecui) unilk or 
talk, hut I love to play unth her so I caa make her sttiile. Everybody in 
our tatnily heli)s her with her work for school like bal(Uiciui\ her ofi her 
feet. I)n lilad I've had this extwieiwe. The way > help her, I could take 
any kid you liave tne. Its excitifiLf uHitchiaii lur learti thirn^s.^' 

Outside the home too, tlu\v rise to their challen,t»e and hecotiK* 
protective* of the handicapped child, defcndiiu; him if nece.s.sary. Tlie\- 
intercede for liim and in some cases communicate* or int(*rpret for him. 
Kelly at five acc(*pts Kim matter of factly. "7"///*s' is tny sister Kifti, and 
she doesifl talk." 

There nia\' t)e net^ativc* reactions too. Tlu\se can ha|)pen with any 
new l)al)y, t)Ut are often exa.ot^erated with a tian(licapp(*d l)at)y tiecau.sc* 
of the (Miornious aiiioimt of aM(*ntion he rcupiires. The i^ood news is 
that tin* positive redactions are tin* ones that r(Miiain. 

As nui^tit t)(* (*xpect(*d. yount» sitilinj^s may crv for attcMition. suffer 
teniporarv reversion, and (lispla\' anther at ttie mother for deliverint^ 
ttie "intruder." "U7//)V / was recuperatitiii froifi the Iwth ot Jetmiler I 
had lo lorce a hui} froju biii sister Melissa becuu.se she was furious at 
me.'' 

This anther may cause the sihliiu^ to feel tjuiltv. and the parents have 
to he attuned to that possit)ilitv. Ttiey must allow the normal diild to 
v<Ml)ali/e those f(*(*liiif;s. '1 made sure kui ulwavs hud a lew uwiules nl 
bedtiiiw so thai she could release her aui^er at lier Iwodier lor his 
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ivrhdl abuse ol hri: Allhoniih she I i}cn- he nm emotionally (lisnnhcd, 
it //v/.s- imi)()ssil)le for her not to In alleeted when he told he^- she was 
lat and stupid" 

If the nornial child is v()iiiii»(»r. Www is iisiiallv l(»ss of an adjustiiUMil 
prohhMii h(Taiis(' \\e is horn iiilo a family wilh a haii(ii('a|)i)(»(i child, hi 
lad. [xwvWe r(MiuMiih(Ms that (^'(»rvthiiii> her normal child did s(rinrd 
l)rilliant. so sIk^ rccvivf^l frequent i)rais(\ I Inf()rtunat(»ly, as the normal 
child i^rows and sees other sibling relationshi()s, there may Ik^ disa|)- 
pointHKMits. Matt was frustrated wIkmi Julie couldn't |)lay with him; he 
missed her companionship. Ther(» is less [May. as well as less fif^htini*, 
when one of the children is severely han(lica|)pe(i. 

I''inally. brothers and sist(»rs niav possibly he embarrassed by their 
peers niakini^ fun of their sibling. IVf|i»y r(Miiembers Troy's concern 
lhal his friends would make fun of Victor. As it turned out, the other 
children viewed him simply r.s "a baby" and reacted |)ositivelv. In 
Deblmvs cas(>. her daughter was older and her classmates did stare. 
Di'bhie spoke with the teacn(»r, who i^ave the class a brief lesson on 
beini^ hcUidicapped. A positive (experience resulted. 

Two areas are the most difficult for the parents when dealint; with 
the brothers and sist(»rs. As a result of \)v\\\\\ fatif^ued, tem|)ers may 
flare, and th(» siblini»s can oft(Mi l)e the tarj^ets of ttuMr parcMits' anther 
and frustration. Tl!(>r(»f()r(\ the par(Mits must make a conscious effort 
not to ov(>rr(»act wIkmi metini^ out punishment. 'As a four-year-old. 
Josti should he allowed to spill niilh too. hut its hard to renietuher that 
hr is (/ rhild heeause he rati do so tuueh tuore ihati his hrother^ 

lii^ause !h(\v s(»(>m so capable*, it's v(»ry t(Mnptint^ t(» let the sil)lini»s 
beconu* extra parents, t(; make them full r)artners in mec^tinf^ th(» de- 
mands of carini^ for th(» handica|)p(v| child, ils so convcMiient to have 
di(Mn babysii. help Wvil and h(>lp drtvss him. in the k)nt» run thout^h. 
th- more positive* their \vv\\\\\\s are about ttuMr siblini;, th(^ better for alt 
concern(»d. 

II llic childicii .iiv iu';if the .s;im'> .ii^c, they iiiiiy phiy lo.i^cllicr wilh 
llic parents particip.iiiiiii in the activi.y. Piitti rcmcmhcrs tuv.riii.i^ hc(- 
scll tclliiiit Hollv ()\ ( ^ ,1 .n'cr, 'Ws soon as I liiiisli ii iih Malllicir. iiv'll 
do coimlcii'vl that prohlcin, she and her hiishaiul (Icsii^iiatcd 

Sunday altcriiooii as Holly's tinic, Althoiii^h Matthew .i<()es alon.i^, tlolly 
chooses tiie activit\ wl'-th-.T [e<diiii. ducks or visitini" Mike the Tii>er 
a! I.Sli. Dora also plays with her children toi^ether. "Holh chihln'ti lik> 
to tuiiirh' iriih me on llic iidlcrhcd " Truy does help in the care and 
icacliniM. he also ueis involved in the plav. 

.Iiisl as parents need lime iilone avvav from the handicapped child, so 
do liie sil)|ini|s, It's important for p.irents to eiicoiirai^e the iioiihandi- 
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capiK'd cliild to |>artici|)ato in extm activities. While that child is |)rac- 
[k\\]i\ soccer or ballet, slies i»ettiiii» attention from another adult. 

At school |)arents can l)e helpful by lettini^ the ''\cher know vvhcit is 
^oint} on at home, ii) the classroom most teachei ..re willini» to give a 
cliild a little extra attention until lie adjusts to his situation. If the 
mother can work •( out, it may be ini|)()rtant for her to be roommother 
i)r to do sometiiinij else s[)ecial at school. 

At home, |)arents need to find a (|uiet time for each child. They may 
statjfier bedtimes, .qivin^ each chilci a visit then. If the handicapped 
child is in school or takes naps, that's another chance for one-to-one 
lime. 

Certainly relationshi[)s chani^e, sometimes on a daily basis. For most 
families, the effects of the handica|)|)e(l child are more [positive than 
nc\t{ative. IMotw I fociisi'd o// Jeffs faults, his ///e.v.sv room, his proh" 
hnns Willi linidcs. lint his Ioik^ his sisUr and Ihi' resfjohsibility fw 
sliowcd in dealini{ with hrr i\avc fnc th( opportmity to see a side of 
him I /nifiht not have seen othenvise/^ 
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Families 




Of iUv partMils I interviewed, exaclly half fell llial Ihcir families i^avc 
Iheiii terrific support. They t^ave that sup[)()rt in every form from (iriv- 
iiiiJ and cookifii^ to calliru; and listenini<. The other pareiits truly 
^ missed that su[)port, hut some of them who received no help at first, 
received it after the rtHative came to knov the cliild and understand 
somethifif^ of his handicap. 

The par nts whose family m(Mnt)ers "come throu.i^h" IxMiefit in two 
main ways. The first is respite care, which includes everythini^ from a 
:>isler chan,qini^ a dia[)er to a f^randmother takinji a years sahhatical to 
help. The extra help mak(.\s a world of difference. "7'//^// one ircckciul 
a month my pawnis kept the hcihy iras ohoiit the only thini^ that kept 
me ifoifiii. I kiieir that no matter hoir had thiniis ifot, I could look 
toneard to tivo irhole days UHthout the respotisihilitv ol carinii lor niy 
chiUr 
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The dIIrt hoiidil is ihv moral support family iiumiiIhts t^ivi^ by Uik- 
ini< pride in iUvsv newest members of (he elan. '7 .s'(///' fiiy jKirvnts 
stofidinfi in front of the nursery ivindoir sdyinif, TInils ours!* In oilier 
inslances, siblint^s may offer supporl vvilh words of eonilorl. "My sister 
said, It is just fine to feel that lifes not (air Its not. You teel (Uiifer You 
feel hurt, Dont ai)ologize for that.* " 

In sharp contrast lo lliese i^randparenls. aiinls. and uneles who 
accept (he situation immediately, are other family members who sim- 
ply deny that anythini^ is wroni;. They aren't ready to hear, sav these 
children are "just lazy."' that they'll i^et better, and surely things will all 
work out. ''They lored Jeffrey dearly t)ut fuv dad just couldu t soy the 
word 'retarded,* and ni\ uioui prayed constantly for a uu'racle/' OiUvrs 
who deny may just stay away, ne\'er ct)nfrontini< reality. 

Some turn away [)ecause tlify are afraiti and feel ina(le(]uate to 
handle tlie child. They fear they don't liave tlie stamina or the skills to 
handle a seizure, or that they will hold liim "wroni^." Others do not 
feel comfortal)le with discipline, or they constaiitls' feel pity. It is impos- 
sible for them to treat tiiin like iMtier family members. 

With patience and toleranci' on all sides, relationships usually im- 
prove. Several suH^estions mi^ht help. 

1. lell your family you want them to spend time with your child 
and Met lo know him. hielp it ii< i)pen. 

2. Tell them you want them to learn about his ctjudihou and how- 
to lake care of liim. "My kuuily learned to tuhelcal uiy child rii\ht 
dloni* with fue.*^ 

Help leach them. '7 tiuinht uiv n hole family to sii\n to lirad, so 
he could jnirticipate hillv /// kuuily iiatheriuiis " 

•1. bel them know if you need or will accept financial help. 

f). Mf)sl of all, \{i them know when sou're tired. II tliey tlon I oiler, 
ask them lo babysit or to help with household chores. '7 uos 
tcfupted to SY/v !o uiy fmiyerlul mother-in-lan: Alter you're 
ished imtyifu^, couki you couw help uie cook'.^^ 

The parcMit of a handicapped child learns e;irl\ thai, es'en wilh 
lamilv members, he must be an advocate lor his child, speakinij up. 
and sharini» his leetini^s. 
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Friends 




A friend is a iK-r.soii who cjircs for iis cvrii if we're loo lired lo m;ike 
coiiversjilioii or loo (iowii lo m;ike jokes. Unlike our fjimilv iiiem[)ers, 
we efioose oiii friends aiui llu-y clioose us. and Ifiosi- relalionsliips 
cf M^e conslanlly llirout^fKnil our lives as we a(i(i new friends and 
(Hcasionally lose eonlael wilfi ol(i ont-s, Tlie l)irlli of a fiandieapped 
cfiild offers us an opporluiiily lu form new relalionsfiips and lo i)row 
( Icjser in old ones. 

lust as all olfier relalionsliips eliant^e wfu-n a eliild is added lo a 
farnilv, so do ifie ri-lalioiisfiips willi old friends. MosI of ilu-ni readily 
iu eep! ilie hatuJii apped efiild. '7/ iicrcr aa lined lo rue tliul utixuw 



iiouki turn cnray from tu , child. If rd had a innplc child rd have 
expected any real friend to saw 'She's a lovely shade of purple.' ^' 

Koi*r(M(ably. friciuls also hav(» lo (lc»al wilh IIkmi' dwii sadness and 
hcwildoriiuMil at wlial has lia|)|)(Mu»(l. B(Taiis(» of that. Ilu»y i\wu\ al- 
ways ahio lo hv [\\v soiirci^ of (•oinff)rl thi» parcMKs ox[)n'l. Thoui\h I 
expected the most from my best friend, she conldn't L>ive it. She //y/.s too 
devastated herself" 

ParcMits arc torn hctwccMi wantiiiLJ to express iluMi' f(»(»lini>s of sadness 
and resiMitnuMit. yet drcNulint' their friends will not he able to handle 
(lie situation, not want to fa((» it, and, tlu»refore, cut off eonlact. 
Iriends culled a mntnal Iriend to (isl< ahont me. I L>uess thev n ere atraid 
ol what they'd hear il thev called me. Maxhe they were atraid I'd crw" 

lis so diffieult for theni to understand that llie crises are connnn- 
oiis. The b(\sl of friends ij(»t tirt»d eventually. '7 A;.s7 them cdf There 
were those n'ho came lor the lirst suri^ery hut they didn't make it to the 
twelfth." 

MosI of all lhe;'(» is jus! ver\' little time to keep up with frieiids. '7/ / 
e' er had time to inilicfe a ' (df I didn) have the e!\eri\\'"X\\e (iianijes 
in lifestyle ff)r(i» a chani^e in patlt»rns of friendship. "I'd want to lun e 
friends over hut hv the time they'd cwrive. I'd he so tired fmm tin extra 
el.'ort, rd he (dmost aniirv at them. As the evening pro^re.s.sed I'd relax 
and enjoy the conversatiow hu' I mifiht nait a lonii time hetore I'd do it 
a'YJin.'^ 

It is still harder lo take this ehild on! with friends because of the 
unpr(Hli(ial)ilit\' of what inii^ht liappen. "As soon as ne i^ot to the 
picnu . .lenniler had a seizure, atul everyone was nmniuLi (wound and 
Iruntic." "We'd decided to celebrate and i\o out lor siipj)er I ivalclied 
appalled, at the restaiiront as Kric turned over n table that had just had 
irorth ot catlisli plated upon it.'^ 

Parents also \\v\ tired of constantly expraiiiiiiij to frieiuts. ^'No. he 
reallv is i]o better, or ves. we'\'e had anoth(»r crisis." One parent fiiiall\' 
decidf'd to answer (jueries with a loni^ dirislnias letter lo brini^ friends 
up-lo-date. 

Althoiij^h Iriends don t reall\' (juite know what to do or say. d]e\' do 
care. 'Our Iriends ottered stronii support eniotionullx and plivsicallv. 
Meals nere delivered to us lor necks while I shuttled bach and lortli 
between home and the intensive care unit a! the hospital " I'Yiends 
visit, keep other childn'i write. pra\'. listen, anrt care. "I mav have 
lewer dose hiends noiv than belore. but those u ho did stay ii ith me 
are n*u els" 
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Medical 




Tamils who arc adrocalcs, ciilliiisiaslic. ami inroy i>u v up malic 
it. ami so do Ihcii cliildtcii." Ylus quulv from ;i lialoii Honi-i. iK-duiiri- 
c-i<in points up ihc slroni^ rok- piirt'iils play cvcii in (k-alint; vvilli ilu" 
child's nu'dital protijcnis. 

Hcc'.uisc Ihc [)r()l)l('in.s of Itu' tiaiidicapp(-il arc iini(|n('. and llicrc > 
num- frc(|iKMil donor visits, nianv niorc n)ni[)li(atfd and \ny/:/. 
.symptoms, and more difficult decisions to Ik- made, it is of major 
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importance lo (he niolhcr that she i\slal)li.sh a ra|)i)()rl vvilh Ww dodor. 
Ill oxIrtMiio casus, his trust in her inshiu ts and his winiiiijness lo acl on 
her sutjtjeslions can make a major differeiu'e. 

The niinil)er one criteria hy vvhicii [)ar(:nls ral(» [)(^(!!ahic3ans is by 
(heir willingness lo hsien aiui lo aclually heiir the ))ar(Mils when lliey 
talk. There arc "yood doctors" who listen lo all die "silly questions" 
and consider the [)arents' "theories" If thi' mother ()ccasi(n"allv takes 
the child in when it is not necessary, tlu»se doctors und(ustand and 
lr(»al her (^oncern as important, althouijh tlu^ illness n\:\y not he. Kur- 
Iher these doctors i^o slowlv and return and initi<ite rails. There is 
always an attitude of caring about the child and his iiarents. Thes(» 
doctors look at the |)ar(Mits c>s people with .s|jecial r.eeds also. Tiw 
SfHrialisl I u vrii lo .see ai Emory saui 'I'm \i<nni\ lo pul you in a prirah' 
room. )hii really fu'cd lli{> rest/ 

Another tiuality the i I doctors lia\'e is an intends! in th(-s(» parlii u- 
lar children. Tlwy look at treatini^ tluMu as a chclll(Mll^c^ they nolice and 
praise the slit^htest proi^i 'ss. aiul tlie\' tell positisc stories about pa- 
tients with similar problems. 

llnforlunal(»ly, you m\y find yourself with a doctor you would like 
lo work with but who isn't handlint^ thiiii»s Ihv way \'oii prefer. If so. 
you'll ne(ul to help him. It's entin^lv possible* \()U're more of an exp(Tt 
on your child's spc'cific ('ondiliofi liian he is. 

For exampjo \1ar\' ('iiartc'd Brads \ isjon fluctuations for two w^ws 
lo niak(» her point to (he doctor. <uid SIhiron fonn'l thai the (iuick(^l 
way to ii(»t a clian^(* in nn^clication was to ( hart \ivr child's behavior. If 
f{'edini» is a concc'rn. you miiiht sa\'(» <ui oftic'e v isit if you keep a iot» 
l){»fore the visit recordiiiij the (|uant!ti(>s (Uul times of fe(»(lin}^. Some- 
times, the loi» is surprisint^ e\'eii to tlu* peucnt. Ph» sure your (l(»scrip- 
lions ar(» accurate* so the (k)ctor can uiuh'rstancl what you're sayinti. 
This (efficient approach j-ji\-es a parent ( n'clibilitw 

Once voii are at the doctor s offic(\ tlu'n' are se\'eral thiin^s \()U can 
do. If l)(»tW(»(Mi N'isits. you krv\) a rumiiii.i* list of (juestions. just <is you 
would a iiroc(»ry list, then (liirinf^ the \isit n'ou (an ask iIkmu all and 
writ(» lli(» answ(»rs on tlu» list. With (his incMlKnl von can actually look 
at tliei]i af^ain lat(^r instead of just tr\'ini^ io rc'uiember. Whih* \-ou're at 
the office. \"ou and the doctor need to determine «i sp(u ific cj)iirse ot 
action. If you feel you need e.xtra time*, consider .schedulintJ a consulta- 
tion .sivssion with him. 

Preciselv biH-ause lliesi* ('arini; doctors iwv oul iliere. the parent 
must not liesilale to hunt lor one if her doctor is Irnlv ina(le(|uale. A 
major complaint con( ^wiis the doi tor with the palroni/uiJ^ attitude Aim 
renuMiibers as. 'A/e doctor you duuil) luoilun:' II your obs(»r\alions are 



telling you your child is nol being treated properly, consider askintj for 
a second ()[)inion. 

Sometimes a doctor is so inflexible, so certain that his theori(?s are 
right, that the burden of taking action is |)laced on you. The doctor is 
likely to blame all medical ()r()blems on the already identified handi- 
cap. A child with Down Syndrome fiuiy grow very slowly, but he will 
grow. No growth at all could t)e a sign of a hypothyroid condition. 
Whenever a child RBGRESSKS or STOPS PROGKKSSING, the parent 
must seek help. 

Unfortunately, these second opinions can hv contusing. Doctors may 
differ among them.selves as to i» course of treatment. One orthopedist 
recommends full leg braces, another feels they won't work for this 
child, while a third feels they're obsolete in any case. You. your pedia^ 
Irician. and these spivialists must determine the course of action to 
pursue. A doctor for a special child must be willing to work with others 
- to consult - lor the probliMUs are loo complex to handle alone. 

OthtT doctors are faulted for being blunt and iiisen.sitive. J(jans doc- 
tor was "too bu.sy" to wait until her hust)and could be with her to 
receive the diagnosis. Deborah remembers the dodor who told her 
she'd certainly be hotter off if her child didn't make it. If the doctor 
can't take the time to proviile comfort, to answer (|uestions, and to 
returfi calls, you should civrtainly consider changing. 

Kew parents blame tlieir doctors for incompetent care, but that can 
occur. One pediatrician failed to recognize that the unusual lump on 
the child's head was the shunt, which had gotten out of place. An 
otherwise compiMent doctor nu\y wait too long to act. causing a need 
for enu»rgency procedure.^'. If the.se things happen, the parent !nust get 
to another pediatrician fast with the least of her worries being the first 
doctor's hurt feelings. The child mus! always come first. 

If you (k'cide you inust changi' doctors, tliis difficult decision may 
luw'v to \)v fuadi' wlu'u \'ou are einotionally drainiul and in no mood 
for a coiifhjnlation. However, then* are ways to make the change ea.s- 
ii^r. If vou wish to tell him directly, a pi'dialriciaii suggivsts \'ou say. "/'/// 
//////(;/;/;>• // //// Uk^ //y/v ///////|s (itr i^oiiii^. Mdvhc Dii ot crlv cofiariicd 
but I feci I luvd (I (iKfNiic.^' Another method is [o sign a ri'lease of 
information form and get the new pi'diatricians .secri'tar\' to get the 
records. If you wish to talk to the first doclor's .seeretarv ju.s! ask for the 
riH'ords to be .sent, but don't feel you must expLiin. 

1b help you choo.se afiother dfK'tor. vow inav want to ask other 
parents at an I'.arlv InteiN'ention l^rogranr doctors \(ui trust, sociai 
workers, or oilier pr()te.vsi{)n<ils for relerrals. lictore you make .i final 
(h'cision. you'll want to ask him some (|ueslions. 
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1, How do you feel about, and do you Iroal oIIum* liaiidicappi'd c hil- 
drcMi? 

2 What are the office hours*' 

?K Who takes your cail^ and will that person trust niy word if I rail 

in an eniert^iiuy? 
4, What hap|)CMis in an enun.qency? Do I iiet the enierj^eiu'V room 

doctor or you? 

Do you ahow paticMils to look at or make copies of their records? 

A j^ood doctor has many facets. He's knowledt^eahie hut knows Ills 
Ihnitations, he's available, and he's a ijood listencn*. '11c s not wi if} and 
out doctor. He takes time to play iritli tuy child, to irork irith hCK" 
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Testing and Evaluation 



*7/!s (I ncriH'ivnickinii cxpcrivfnv. Evnyoiw ktww wlnit nnis fioififi to 
happen hiil mc\ There I was irilh six experts irho ironkl deternutie to a 
large extent the next three wars of iny ehild 's life. What uhw they f^oinii 
to do to ThoiitJh the cvalualioii Irani iiUMiihcrs do whal lliry can 
lo pill tlui [)arenls at rase, there is no way to niiniiiiixe the importance 
of a major evalnation. 

The first complete evaluation hy the pupil appraisal tcvun in a local 
school system or other atiency occurs when \\\v child is suspected of 
beirii? haiidicap[)ed. This can occur as soon as tlu^ hahy is nuHhcally 
stable and out of the hospital, although it usually does not come until 
later. Subsequent evaluations occur at least every three years. These 
evaluations determine the child's eli^ihility for availablr* spc^cial cnluca- 
lion, After the evaluation, an Individualized Kducation Program (IKP) 
i.i written for him to detail his prc^tjram and [)lacement if tie will re- 
ceive special education services. 

An (^valuation niav be difficult because the [)artMit is hearintj from an 
auttiorilativc voice that his one-year-old son is fundif)nint; at a tlir(»e- 
niontli level. On subsequent evaluations, if prot^ress has been slow, it's 
discouratiintj when the i^ap has wideiUK]. (^n the plus side. acconi|)lish- 
ments tlu^ [)arent may not have thoutijit ot as sit»nificant may show tli(» 
evaluators that the child has t^reater |)olential than expected. At suc- 
cessive evaluations, the parent may be surpri..ed at the child's [)ro- 
tjress. ''Sandra s LQ. iveiu honi tieetity-lour at her six year evahiation 
to fifty-tivo at her nine year one, Thoniih they did use different tests, 
siiinifirant proi^ress //y/.s undeniable " 

These ni(»etiniJs can intimidate the parents, but there are sle|)s a 
parcnil can take before, durint*, and after the evaluation or the IKP to 
make them (»asier. Several weeks before the evaluation lli(» parent 
should update the child's medical data. If both parents wil! not he able 
lo to the evaluation, a friend or relative niitjht be dralied for com- 
pany tUid support. 

Durint; the (^valuation, the child may not "bat the red [)onipom," 
allhoui?li the mottier knows he can. Part of (be problem may he that 
he won't [)erform for someone he doesn't know, or he may not perform 
in a lesliniJ situation. Kelestinij may have to be arrantjed. On tin* other 
hand, the evaluation may be accurate, but because it doesiTl show^ 
personality the numbers tend to be lower than expecl(»(l. Althouf^h it 
may .seem that it would be impossible for an evaluation team to as.sess 
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ii .s('V(»r('ly liaiulicappiHl hahy, il Is possible*. Kctiicllahly, is also possi- 
dial (ho Uvsliiii^ may iiol ho approprialo, "77/('\' sliouvd iiiv hcihy 
amis to check his cwsijihl. I cuvMln) even nroiinicc irhal u^is on ihr 
cards. It really nnficrrcd nie/^Ow panMil f(H»|s lhal soniolinios ovalua- 
lors may uiir(^as()iial)lo in askiiuj for moro loslinL;, wWiW anollior 
pauMil mifJlil waiil a losl n^poalod lo h^^ sun* llu» infornialion is ami- 
ralo, Tlu» paront has (ho ri.qhl lo speak up in cmIIkm silualioii, (liildroii 
do rliaiiiic and ovaliialors will (liff(»r in dioir focus and inlcrprclalion, 

TIk* rol(' of parcMil remains lUv same. Il is lo he aeiivo and 
involved and to ask (|uestions al (he end of (*ach leslintj period. If he 
disa,qr(vs with the evaluation, he needs to ask for a riM'valualion or a 
partial reevaliiation, TUv stat(» pr()vid(\s for this ease and can do this. 

Tile other major ass(*ssment is llu» IKI* l^ef(;re nuuMint^ to delermine 
die IKI^, tile parent ean assenihle medieal records and rerivid the infor- 
mation from die (^valuation. Sh(^ may also wish to check that informa- 
tion a.^ainst articles descrihint^ normal development to determine lh(» 
t^oais sh(^ wishes lo includt^ on tlu» IKI* Il is hard to clioose between 
ol)jectives such as sittint; and talkint^, but slie must decide what the 
child ne(»(ls to iearn most at lliat lime. iNext. it's a v^otnl ide'i to ri^ad tlie 
pampiil(*t on lf'![*s, and to ask for a list of program options and where 
tiiey are locati^d. Finally, I lie par(»nt may wish to line up a friend or 
someone* knowl(*d,iJeai)le about the child lo attend this nuH'lini^ also, 

OiU' important lealure of ll'!l*s is thai iKJlhir.^ can be written down 
on them ahead of time, but they mus! be plann(Ml l)efore the meelini^. 
THIS ASfl-X'T IS SI(;NIM(^ANT'|'()K Till*: I^AKKNTS. The rationale be- 
liind liiis idea is that the tefUn. incliidin,q tlu' parents, should put Ihis 
lo^eliier as a tjroup obtainini' one anoth(»rs input. Th(» reality is that 
{•acii |{'acher pri^par^^s his L;()als, brinies them to the ni(»(»tinj^, and then 
writes tluMn in the IKI! Indeed, no one W)\\U\ want an i \V dictalini^ the 
ehilds proqram ff)r lw(>l\'e nionlhs that hadn't been consider(»(| ahead 
of [\\m\ The problcMii is lint, while the rest the team knows at least 
.some of wlial will happ(Mi at the nu-c^tin^, the parent knows nothini^. 
Since there is no rul(» that would kec'p a parent from askini^ teacluMs 
and therapists aluvul of liuu* wha! the\- plan to n'c{)mniend a precon- 
lercMict* with lli(> leacher(s) mii'ht ease lUr parents' niTvousness and 
make the actual mecMini^ j»o more smoothly. 

Once the IKP is (onipleted, \\\v panMit must double check it care- 
fully, not relviuj-j soIeK on the trust he has in this i;roup of teachers. If 
a !each(»r or the child leaves thai .school. iIk^ IhlP protects ihe child's 
ri.ijhts lo the ser\ices the parent feels are important. Therc^fori* the 
parent must let Ihe evaluators know if he fec^ls an additional tjoal 
needs to be added to the or if a reass(»ssniefi! is called for. At this 
point, the parent can refuse to sit>n tlu \\\\\ but he should be prepared 



lor prcvssiin* al lUv kkw of liaviiifi lo r(V()iiv(MU» Ihv six. hiisv (^xpc^rls. In 
spilr of Ihi.s difficully. il SllOlHj) bv iUmv if callcHl for. TUv nvvil for 
\vh\{vi\ s(»rvi('(»s suvh as physical lluiapy or ornipaiional lIuMapy ran 
Ik» coiisidt^rod st»paral(»ly if llu^ partMil wauls lo acc(»pl flu» rosi of Iho 
t'valiialioii. For iiisiaiuT. w^vn my rhild was cI(h^M(uI lo no lontjor 
n(H»d ornipalional *'uM'apy. I disaijrmi. AUvr a rc-oxaminalion, sho 
\h%\\\ lo wrvwr s(M-vic(»s atjaiii. hul il look llwvv nionlhs of ptiono 
calls. conlortMutvs. and iny dcltMininalion lo t^oi her K'l(\slod for Hum- 
apw 'l!io rosi of licr |.lv(» rtMnaint»(l unchant^tMl. 

l^(MnM an advoralo lor Ihc sorviros you wani for voiir c hild heroines 
a wav of liftv Your voitv will ht^ lioard. hul il niusi bv loud and pc^rsisl- 
(Mit. ^ou can nicikc llu» dilftTcncc. 
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Program 



"l\'\r(iils ha\'t pDWiT,' Is (his [ruv! W(»ll. no and yes. Tficri? aro times 
wIkmi vou iiM v ••|lu» hiiri^aiuTacv" thai 'I seems as if you fur . say a! 
all. "\v\(TiV\ pariMils" know llial |)(»rs(»verance will pay off, and you 
do have powrr Thi» kind of (Hliualional |)ro^ram you would *vanl is a 
l(\i{al rii'lil once your (iiild reaches diree. AhhouLjh the school system 
ma\' nol provide what \'()U wrnt. fiuiiTal and slaU^ laws an* on your 
siikv llo\V{»ver. lu^fore the child is three, you must rely on your com- 
miniity ori'ani/alions foi most services, and the scope of these pro- 
ijrams varies from area to area. 

If you are lucky (mioui^Ii to havi» a well run proi^ram, the henefits an* 
many. Parents learn to \v[ i^o and children learn to separate Uom and 
to relate to different adults. At nine months, Marci was ridini^ a bus 
and slayini< at school all day. ^1 missed hut I could uol do for her 
u lull Ihev could. Il helped lots uol lo hare to . ./'//// the problems all 
Ihe liffie/' AUer Sani left for resid(Mitial placement. (!ynthia felt reli(?f. 
"We reallv had uo ( lioice, lle\l l)eco!ue loo (iLti>ressire uud difficult for 
us lo Ik UK lie." 

As soon as you are ready to seek some sort of proi^rani for your 
child, you can check {)Ut the possibilities. An iinpressive i]umher of 
resources (»xist in KeiJion 'J. hut before the atJe f)f three, a comt)rehen- 
sive prof^rain is not available throut^h any sini^le atieiicy. The ARC 
programs tor childriMi zero to three* are the most fre(|uently used. 
These (»arly intervention proi^rams offer homebcised activities to all the 
children, and some offer centerbased iirstructioir Many offer a short- 
l{»rm transitional class for those about to enter a full-time proi^ram, and 
a tew proj^ns.sive proiirams i\rv consiclerinj' daycare com|.u)nents. If 
y{)in child's sp(»cific i.)n(liti{)n is not addressed bv the existini^ pro- 

anrs. vou nia\" liaNc lo use yom "power" to ^el an appropriate one. 

Il are lorlniiate cnouijh to ha\'e a choice of proiirams. you inii^ht 
wish to ask some (|ueshoi)s ot the director ol each. 

I. Uh.it IS \ f)ur pupil/teacber ratio/ 

■J W'ha! are \()ur discipliiK* techni(|ues'/ 

Mow much time Is spcMil on speech and inolor skills/ 

I \la\ I observe the class wh(Mie\"er I wish.' 

fi. Mow do you keep datci.' Do I j^et a copy/ 

\(n\ ma\' <ilso learn b\ obser\ini! the class and b\' talkinf^ (o the 
tea( her .nul lo the p(irenls ol tiu» childrdi in the class. 
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It llicrc is a possibility (^f rc'sid iitial plaaMiuMit. tlu^ riikvs arc almost 
lln' saiiu': uvul aiul (Ictcriuim' wliai you want, find out what's available* 
and visit, and ('valiuiU' tlu» family situation. If a child's n(»(»ds can only 
Ih» met hv a near twenty-four hour proLiram. a residential placement 
c<ui he hes'. If it doesn't ^ork. a change can always he made. C'onunu- 
nilv aiieMues are workmi; to i)ro\'idi» the support . "\ »e:;pite to allow 
all severeK' involved childrtMi to sta\' al home, hut it's not a\ailahle yet. 

When \()U decide to send your child to his first prot^ram, you may 
lind it difficult to trust him to anyoui* vlsv, '1 juH him on the has, and 
he laniihcd hnl I cnrd." If the child slu\ls daily tiars. it is even tout^hor 
lor the parent to feel she is doiii,q the ri,qht thin:;. 'The tirsi year ai 
s( h()()l she (lied daily. She had nri i'i been in a mnscry Init I know I 
had (I job lo do. She had lo bene an rducaiion. I took nerve pills, Inil 
Shelly ncnt to sehool. " 

Once the initial adjustmtMit is past, the parent may discc^rn a need 
lor chaniJ(^ in the pro,qram. At that point she needs to to know the 
teacher. N'olunteer in class it practical, and ()l)serv(\ She has a chance 
lo learn. '7 naldied ibnnii^h the inlays and scni niv einid as others see 
Inn I. " 

.Alter this "short cour.se." if <i need f( chanjie is confirmed, the 
parent must speak up. C'imly said. ^'At the new fioi^rwn. the ehildren 
lav arotnid n hile the teaehers ent out fHiiwrdolls. They didn't even 
bother to voatinne Snsans juHtv tnnniui^ as tbey had no pottw lliey 
n ere also scared ot her shnnt. It nas a disaster I called the director ot 
the proiirani and n cis able to i^et a potty tor ber and a book on shnnts. 
Thoni^b I tewed their reactions, the teachers responded ivell." 

.\l lhr(H\ the child mo\*es to the prot'ram provided hy the local 
.school .sy.sU>m. C\'rtain tactics iwu facilitate tin* entry into such a pro- 

1 . Consider ioiniui! tlu* parent [\un\\). 

2, (let the old and new teachers (of'etlier lor an iiiser\'ic(» session at 
l( asl h\- leli'pl one it th(*v ha\e lime. 

:\. I.cl Ihe i hild l^o part-timi* a! lirsi if thai option is ottered. 

I Trai.se die new school U) the child cUul his pt>rtorinaiict» there. 

t )ccasiona!l\'. Itien* ina\' still he prohlcrns. "W'e have cowe across a 
till mstana's ot not knoivnii^ o\n nights, (Uid nc mav not be ^ettiiii^ as 
nnuli as ne sboiild tor extunph*. m sjn'ecb. There needs to be more 
openi ess in tliini>s like deterimmnii lion mncli tune ii ith the oi cupa- 
iituial tliexipist or plivsndl tbenipist \\e)e not (inalitied they're ediv 
i died Hat It the Ian says ii e can liai e it, we ii ant it. Don't bide it from 
lis In order In ?;el the de.sn'ed scrv ices, the paieiit must he firm and 
M'memher. these protessional.s havi' their jobs because ol these chil- 
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(lr(Mi. In ft^rtain silualions. a parcMit may have to call and ccll again, 
wail on hoki. and thcMi call one more time. 

Occasionally, drastic measures have to be taken. After numerous 
phone calls and meetings, Toni told of having to threaten a due pro- 
cess hearing to gel an aide to handle her child's tracheotomy at school. 
She knew her rights, and once the administration realized she was 
detei mined, slie did gel the aide without ihe hearing. 

Kortunat(Hy, things don't usually go tha( far because you can negoti- 
ate, f^ive suggestions, and work with the program to get w' ' you 
want. Usually, the teachers and administrators want what yc u want, 
what is best for your child. "The cnhy ol these ticw pcopi ' into our 
liivs UHis the best port of ftiy dauiihters beinfi handicapped. Under 
their fiuidofwe, I scnv her do thififfs she\l never tried at honie/' These 
])eople also offer a gift of understanding, which few other friends have. 
^They eneourofied me /o share niy Innden, Janet, Molly, and Becky 
were there to shore the respofisihility ivith ///c." 
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Parent as Teacher 



Tlu' 'oiufpl i)\ \n\\v\\\ as UNuiicr is noi unusual. A niajor role of aiiv 
pariMil is lo U-afh. I)ul will) a special child. Ilicrc is much more (o he 
taiii^lil ami Ihc Icachiiii! is more diificull and more lime loiisumiiiLj. 
Aclivihes ot daily that normal childrtii do ualurally miisl he 

laui^hl lo llie handicapped cliild. In Ihe ht\i^innin,L!. ^'Veii leedini! and 
(iiewini! can \)r a prohlem. Dehhie found lhal Kalv's fcedin.qs qol 
miicli heller \vlu»n she i^ol a colicLje sludeni lo work aloni* wilh her al 
eacjj meal lor a coupk* of weeks, usinij (he leclini((ucs laui^hl hy Ihe 
occupalional Iherapisl. Once a child can ust» a spoon, fcediiii' can slill 
lake so loni; dial one meal alino.sl runs inio Ihe ncM. "I Irl him kvd 
liiiiiscll Ins lanuilc nival (hwaklasi) auil let him make a louil mess 
omv (I (kiv. I help him at the other ones." 

After let'dini;. die nexl ijoal is usually lo work lo \\v\ Ihe child mov- 
ing, rolling, and creepini!. Manv parents follow a rei^ular schtHlnle of 
exercisini! Ihe child thai niav include an fvxercist^/plavtime alter hatiis. 
stretchiuf.; lo videotapes with music, or vww work on \\\v parallel hars 
tor a cliild with cerehral p<ils\. Weekend ivxtMcise sessions and plain 
old rouL^hhousiiu^ - usually totallv unstructurtnl - ma\ he tMijoyed hv 
the |)arent as niucli as the child. 

In addition to the exercise, parents also find (ime daily to teach 
acti\itit\s. such as how to pick up to\'s. sort siKt^rware. or use liijlil 
switches. Thev help him tit into his environment, and t(»ach liini 
awareness. (A'cdiand coordination, and prohlem solvinL> skills. Ses- 
sions are iiiore iiitertvstina for the parent and hold the ( hild s altenlioii 
Ioniser if tliev alternate hetweeii activities the child (Mijjvs and tliose 
he doesn't. coiistimtiN' Naryiiii! Ihi' routine. 

The liandicapptul child must learn social skills, too. for ttu^' niav 
wvll he more important to her than the coi^uitive skills. Hecaus(» she 
will interact with people many times a da\. she must learn to eat with 
1400(1 iiiamuTs. sav thank vou. and <illow other people to talk without 
interruption. As she i^ets older and \\{)vs oul in puhlic more fre(|uenlly, 
appropriate (onduct Ikm-oiiics e\(Mi u'ore important. 'I had to tecuh 
ilms not to hiiii strcmiiers. She had to learn that Iniiis tiere special 
peof)k\'^ 

The most difficult of the social skills to tea( li is jjood behavior. It's 
hard lo cliastise a child who is .sew "Iv impaired. I )isciplininL! this 
cliild Lines aiiainst all the principles we've learned, and yet it is ahs()- 
lulely critical that it he done. Nohodv likes a had child, and wilh all Ihi* 
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^'anNind alU^'ilion from olhcrs lhal a haiulirappnl child needs, he jusl 
can'l afford lo be iiiidisciplif.cvl. 

"/if (he boss. He linn. II !ic ii iiis our IniUh. he vxpa ts to u in ftiorc.'^ 
All lii(»se words from Ncleraii parenis eniphasi/e one UUw, sel niles 
yoii and (he child can liw wilh and follow Ihroii^h. "I Ikiiv only mo 
mlcs, ihcrc is no drliln'rcW spilliiiii iukI ho phninii with food in the 
month. \\v can both lire with those, but il they)'e broken //v ///.s7 try 

H(»iiavior niodificalion. a program lo change a sp(»cific l)(»ha\*i()r. is 
liie meti)o(l of (lisci|)line niosl connnonly used. Il can be anylhinM from 
sev(M'ai fiv(» ininnle sessions IhrouMhont Ihe day to help him kec»p his 
lin^tMs on! of liis monlli lo a verv siriicliired aclivily for an aiilislic 
ciiild. A ciiild niav lose h(»r self conlroL For this child, "lime onf in a 
"sad chair ' can work well. A timer is sel for len miiuiles. and IIk* chi'd 
knows she can ^el np wluMi Ihe bell riniJs. 

If voiTve \)vv\\ cible lo find a pnnishmeni llial botluTs your child, 
such as the "sad chair ' or lakiniJ away a pris ile^e. or a rc^waid he'll 
work tor. such as a hiiu or an enconra^imj word, il will be much easier 
t(» nKKlily his behavior. llowev(^r. finding [\\v inc(Milive can b(^ a real 
challen^t'. The one Ihin^ the parent must never do. is to r(AV(ir(l had 
b(>havi()r bv m to il. Disciplining a toddler is not easy, but 

dealiniJ wilh an eiMhl-y(>ar-old who still throws tantrums is much 
Worse. 

Another strale^y is to try to pre\'enl Ihe chance for bad behavior. Kor 
instance, when taking lh(> child out. keep il bri^l cUid plan trips that 
can be cut short if need \n\ dioose |lie deslirialion carefully (a small 
neighborhood store miMhl work best.) Try to enlist llu^ child's coopera- 
tion by making sure he understands what is (>Npecl(v| of him. If \\\vxv\ 
a problem wilh \},e\[\\\\\ him to walk wilh vou. distract him by walking 
backwards sin^in^ on Ihe way to Ihe car. {)r {)ffer to let him carry a 
packafw* or .some keys. 

If these i(le<is fail. I'o to "Mian IV' whicti is to forget pul)lic opinion 
and ask for help if \ou \\ee{\ it. Hrieflv explain what the problem is, tell 
the person then* is no danger, and say. "Will vou work wilh 'ne. to 
cavrv Ibis "hild?'" The p(^sili\'e altitude of \\\v parent CcUi reassure* llie 
public and help the child to calm himself 

With all ol these lhin||s to teach, manv pa* Mils start with brave 
resolutions to do ex.K il\' what e.ich specialist has su^O.esled and do it 
several limes a daw They soon fmd lhal they and lh(* child have a hard 
li:ae keepiiH' il up. 

At that point .several things ma\' happen. The parents may continue 
at full capa( ily but find lhal Ihe handicapped child is their vvliolt* lif(\ 




or the parents may quit doing so much, but feel guilty whenever they 
aren't working witli the child. Everytliing they read will seem to be 
screaming, "Each opportunity not seized is lost." 

hi thf ' St case scenario, the parent realizes that slie can handle 
things best without a strict schedule. She can work in a little exercise 
wliile waiting for the pediatrician, a little talk while changing the dia- 
pers. The best results will come from pulling the cliild into an every- 
day environment and focusing on what he's interested in. If possible, 
parents, siblings and grandparents can all take turns in tlie role of 
teacher. Constantly varying the routine, using as many activities as 
possible with built-in reinforcement, such as turning on a faucet or a 
radio, holds tlie child's interest |(;nger. Putting a few toys away for a 
while can m; them nuicli more interesting vvlien they reappear. 

The parents often feel they teach constantly. 'This cfiild needs every- 
thinfi I can i^ive, and I do fiet tired, hut when she takes even a tiny step 
toward a goal, I am rewarded by a wonderful feeliriff of achievement 
that serves as a balance for all those other days when all my repetition 
achieves no results,^' It often seems it would be much simpler just to do 
all the feeding and all the carrying. Independence seems impossibly 
far down the road, but the parent of a handicap|)e(l child cannot take 
the easy way any more lhan tlie child can. Deborah urges, '7/ the child 
is capable, dont make things easier You should push him to work at 
his functional age leveL not his chronological leveL but push him you 
must.'' 

''Handicapped children are not born to special people, but througfi 
caring for their children, these pare fits become special people,' ' 
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Sources of Information 



There are maiiy sources of information about handicapped children, 
and they cover a wide variety of topics. A confi|)rehensive list would be 
much too long to include, so a sampling is listed below. 

State Department of Kducatioii - booklets or information are availa- 
ble oti: 

'-^^ comnumications for the sc^verely handica[)ped child 

* the schools for the deaf and the vi,sually im[)aired 

* the grief [)r()cess 

the child's legal rights to education 
" how to file a f(>rmal complaint 
the develo[)mental stages (Minimum Standards for Severely 
Handicap[)ed Students) 

the process of writing an Individual Kducation^ii Program 
the |)r()cessof pupil appraisal for eligibility, interagency plan- 
ning 

' responsibilities of the schools (Regulations for lni()lenienta- 

tion of the Kxceptional Children's Act) 
^•^ the Louisiana School Directory with complete information 

on the services offered by the State Department throughout 

the state 

an annotated r(*ading list of books reviewed t)y parents 
[^areiU Conferences on S|)ecial Kducation 
Departmciii of Health atid Human Resources - booklets on: 

financial |)lanning and estate planning (the Developmental 
Disabilities C'ouncil) 

evaluation, diagnostic and treatment services available from 
the Handica|)|)ed Children's [)r()gram 
' n comnrehensive directory of services available throughout 
the stat(\ including infant |)r()grams. respite care, substitute 
fani X care, and resi(l(Mitial care. 
Kast Baton Rouge Pnrish Srhool System offers: 
a dirc»ctor\ of s(»rviees 
' a |)nr(Mits' handbook 
Kast Baton Rouge Jimior League offc»rs: 

' a catalog of services for chikbon with s|)ecial needs 
Bo()kstor(\s offer: 

' Come (!are v\jjh Mc' by Lottie Kriin 
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* S()mol)ody Elscs Kid by Torcy Haydeii 

* One Child t)y Torey Haydoi) 

* Reacti for Fitness l)y Richard Sininioiis 

Handling Yuur Cerebral P alsied Child dX Home by Nancy 
Finiiie 

* '[he First [2 Mor- js of Life - h'rank Kaplan. Editor 
Magazines include: 

'Rie Fxce[)tic)n al Parent 

Education of tl^e Visually Handic ap[)ed 

Newsletter from the Down Syndrome Congress 

* Newsletters from the National Information Center for Handi- 
capped (Children and Youth 

There iwv an enormous number of other [)uhlications. These are just 
a few that various parents have recommended. 
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Support Groups 



Support groups are often lielpful to parents of young handicapped 
children. At the meetings, a mother may find a friend, a mentor, or a 
fellow advocate. The meetings also give parents a cliance to exchange 
information and heat speakers on topics of interest to them. 
In Region 2, a number of groups are available. 
Louisiana Society for Autistic Children 
The Baton Rouge Neurological Association 
fiereaved Parents 

Down Syndrome Awareness Group * 

Karly Intervention Programs - Baton Rouge. Hammond, 

f)()nald.sonville 

I. a l.edie League 

Neonatal Intensive ^ are Unit (jrou|) at Woman's Hospital 
' Parent/Teacher Organization of LeBlanc Scliool in Gonzales 
'''' The As.sociation for Retarded Citizens (East and West Baton 
Rouge fairish. Livingston. Tangipahoa. Iberville, and Ascen- 
sion Parislies) 
• Advocacy Center for the KIderly and Disabled 

Louisiana K|)i!epsy Association 
" C!itizens Cooperating for ttie Education of the Deaf (COED) 
Council for Kxce|)tional Children 
PROMI'T (I'arents Reaching Out Model Parent Training) 
' Tlie Parenting Center 

■ Louisiana Association for the Deaf/Blind 

■ Spina Bifida Association 
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Equipment 



\MuMi \Uv l.ioiis* Cliil) calliHl Saralis lirtUulmolluM- lor a doiialion. 
tlu'\- cMidcd up (loiialiDLj a licariiu^ aid (o Sarah. Civic diihs. slaU» n^vw- 
rics. and laniilv nuMiilH-rs oficn tram up (o ov[ [Uv iH|uipnuMil a haiuli- 
^•c'lpprd c liild lUH'ds. Many sources iwv availal)lt\ A sampling is listed 
Ih»Io\v. 

The l.ions" Clul) - i(\\vs hcarintj aids. f»lasscs, clr. 
The Ccrchral f'alsy ('(Milcr - IimkIs uiuH^lcliairs. corner seals. 
The siaie ihrouMh LSI) or hSVI - jiives e(|iiipnuMil lor deaf 
and blind 

Pii\ale insurance - pays for corrective sh(H\s. etc. 
liatoii KouMe Sporls and Pliysical Therapy (enter - orders 
and sells adaptive strollers, orthokinetic wtuvlehairs, tjyni- 
nastic halls 

Louisiana Respiratory Therap\- Vvnivr - sells/reiUs oxytjen 
tents. Iieart monitors 

:VK'V stores - sells a disposahle .^uper toddhM" diaper for chil- 
dren over tliirtv poiuids. ihvs to forty-five to fiity pounds 
I lonie and friend made e()uipnient: 

A carpenter - can huild parallel bars, coriu^r tables, exercise 
l(il)les, o\'(*rhea(l ladders 

A pcU'eiit - can make paddiniJ or find a block to position a 
child 

A parent • can use a weighted loybox on rollers for the 
child's \valkii)i» practice 

A |)arent - ccUi m^ike extra Ic'.ri^e traiiiiniJ pants bv sewinit itu* 
heavv paddinf-i trom a lar^e pair ot trainini^ pants into a pair 
ol regular pants 

A p<P('nl - can make bath unts Irom (errycloth to enable the 
cluld lo i^rij) the soap 
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Record Keeping 




"(jood files arc* as iniporlant as a good doctor' It s essential to save 
\v\n)ns al)oiil and evaluations of the handica|)|)ed ehikL However, the 
liliiif-j systefii should not he so coiiipliealed that it's one more chore. 

There are a nuniher of possihie choices. 
Manila envelopes with labels 



• A notet)()ok hinder - use tabs, keep information in a box or 
basket and put in appVopriate categories several times a 
year, a:; needed 
' Kile folders - can ke-p on a shelf or in a file cabinet; can save 
all information in one place, and tile here periodicallv 
Categories can be medical information, articles on nutrition, [)end- 
ing legislation, evaluation. l.KdV.s. early inteivention techniques, work- 
shop materials. v\v. 

Information can he filetl by date, by docior. by teacher, or just alpha- 
luMically. 

One exc(*llent wav to pull what \'ou need from your mou itain of 
\)i\\)v\ is to keep (wo rmining lists in a separate file. One should \ v 
medical milestones, by dat(\ such as tubes in ears, c left paJate surgery, 
etc., and the other can rvvnnl, by date. develo[)mental milestones, 
such as sitting up. putting weigh! on f(vt. etc. This information will be 
r(»(|U(vsted many tinu\s. wheiu^ver vou start a new program or .see a 
nvw (k)ctor, so it is a most useful list to ba\'e. 



Boxes 
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The conlenls of this pul)licati()n were ciovolopccl iiiuier Grani 
''Cj()()85C3()19 from I lie Division of Kdiicalional Services, Severely 
Haiulicapped Braiicli, Special fuiucalion t'rogranis, Office of S[)ecial 
Kducalion and Rehabilitative Services, U.S. Department of Kducation. 
However, these contents do not necessarily represent the policy or 
|)osilion of those a;?cncies and you should not assume endorsement l)y 
the federal j^overnmenL 



This [)ut)lic document was published at a total cost of $1 .!)!)?. (ST. 
One thousand c()|)ies of this document were publistuHl in this first 
prinlin^J at a cost of $1,!)!)7.87. The total cost of all |)rintin^s of this 
docunuuit, includiuf^ re|)riiits. is $1.1)!)7.(S7. This document was 
|)uhlished by the lx)uisiana t)e|)artment of Kducation. Offic ' of S|)e- 
na\ Kdiicalional Services, Post Office Hox Bate n Kou^(^ Lou- 

isiana 70804, to provide information to famiT ' of handica|)|)e(l 
individuals. This matt^rial was [)rinted in accordance with the stand- 
ards for |)rintiiui by state agencies established pursuant to R.S. 
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Thomas G. (:iaus(Mi 

Stato Superintendent 

Louisiana [3epat1ment of Education 

P.O. Box 94064 

Baton Rouge, LA 70804.9064 



"DISABILITIES INFORMATION ACCESS LINE AVAILABLE'^ 

"Call DIAL." That's the motto of the newly developed statewide 
computerized information and referral system for persons with de- 
velopmental disabilities. This service will provide a central source 
of information on services provided by lOajor stale agencies, hospi- 
tals, associations, private service providers, support groups and var- 
ious other state and public ai^encies. Family members and 
providers of services for developmental disabkxl ()ersons are also 
encouraged to use the toll free line established by the Developmen- 
tal Disabilities Council. The toll free line will be operationalized on 
a pilot basis October 1, 1987. 



ERIC 




